INTRODUCTION
Setting the correct priorities in research and practice is a main goal for strengthening healthcare systems and services. As explained by Hammell (1) , in priority setting there is the need to integrate qualitative and quantitative perspectives that account both for users' involvement and researchers' knowledge.
Until the late 1990s quantitative methods dominated research in healthcare. However, nowadays the paradigm of personcentred healthcare argues for the integration of the viewpoints of both individuals experiencing health conditions and their families into healthcare research and practice (2) . This paradigm calls for the involvement of individuals' views about what matters to them as an essential source of information for researchers and policymakers interested in identifying potential targets of interventions to enhance the quality of life of people with disabilities (3) . People living with health conditions are confronted daily with functioning problems caused by their health issues interacting with the environment. As a result of this direct and day-to-day experience, people develop an experiential knowledge of health conditions that put them in a good position to be able to identify interventions and management strategies that work for them.
This experiential knowledge is best captured in research by means of qualitative methodologies that elicit the meaning that people living with a health condition attach to their experiences of the world and their lives, in settings that are natural for them (4) . In the case of spinal cord injury (SCI), several qualitative studies have examined the person's perspective on specific aspects of functioning, including the experience of fatigue (5) and how to manage it (6), bladder management (7), neuropathic pain (8) , participation in society (9) and in care and rehabilitation (10) , leisure time (11) , parenting (12) , and work reintegration (13) , access to health and support services (14) , the experience of living with SCI (15) and more specifically, hopes (16) , post-traumatic growth (17) , coping strategies (18) , and autonomy (19) .
These studies have shown that SCI is a complex health condition that is linked to several problems at the level of body functions and activities and participation, as well as problems linked to the individual's environment and their own personal factors. This complexity is well portrayed in a qualitative study by Kirchberger et al. (20) , who illustrated a comprehensive range of functioning domains that individuals with SCI viewed as problems for them in the early post-acute and long-term care settings. A qualitative study by Lüthi et al. (21) also gives an overview of aspects of functioning and disability that matter to people living in the German-speaking part of Switzerland.
This type of research provides an important basis for generating working hypotheses for research about the experience of SCI and strategies for care and management. However, these studies lack the generalizability of quantitative research that would identify priorities for intervention.
FROM THE PERSON'S PERSPECTIVE: PERCEIVED PROBLEMS IN FUNCTIONING AMONG INDIVIDUALS WITH SPINAL CORD INJURY IN SWITZERLAND
A main study in priority setting for SCI is that of Anderson (22) , which aimed at determining which of the 7 areas of functional recovery mattered most to individuals with SCI in the USA. Although quantitative in nature, this study only partially captures the person perspective of people, since its participants were merely asked to rank 7 pre-determined areas of functioning in order of importance to their quality of life. Acknowledging this limitation, Hammell (1) attempted to provide a synthesis of qualitative and quantitative studies on patient priorities for rehabilitation research. As the author concludes, however, there is the need to focus on issues and outcomes of relevance and importance for individuals with SCI. This paper combines the important need to give participants an independent voice on what matters to them with the scientific need to obtain results that are generalizable. Its objective is to identify which domains of functioning and issues in the environment are most reported by individuals with SCI in Switzerland when asked to indicate freely what causes them most problems since their SCI.
As part of the Swiss Spinal Cord Injury Cohort study (SwiSCI), this study applies a robust qualitative methodology to ensure inter-rater reliability within a thematic analysis, including an embedded post-coding exercise using data from an open-ended question in a large-scale epidemiological survey. Open-ended questions of this sort, in epidemiological surveys, are rarely rigorously analysed, given that they are neither truly quantitative nor qualitative in nature and it is not clear what analytical tools should be used. However, in principle they provide important information that enables us to view the quantitative information derived from the survey from a patient-centred perspective that highlights what, from the person's point of view, are perceived as important problems.
METHODS

Study design and participants
The SwiSCI is an ongoing national observational cohort study that includes individuals (aged 16 years and over) who reside in Switzerland and who have been diagnosed with traumatic or non-traumatic SCI. Exclusion criteria include congenital conditions leading to SCI, new SCI in the context of palliative care, neurodegenerative disorders, and Guillain-Barré syndrome. This national cohort study follows a questionnaire-based modular structure. The study design and recruitment procedures have been reported in detail elsewhere (23) . The SwiSCI was approved by the ethics committee of the Canton of Lucerne and subsequently endorsed by the ethics committees of the Cantons of Zürich, Basel-Stadt, and Valais. Written informed consent was signed by all participants.
The present study refers to the cross-sectional data collected in a community-based survey between September 2011 and March 2013. The participants were identified through cooperation with the national association for persons with SCI (Swiss Paraplegics Association), a SCIspecific home care institution, and 3 specialized SCI-rehabilitation centres.
The data for this paper were extracted from the first module (called the Starter Module), a 19-item questionnaire on basic sociodemographic data, lesion characteristics, and information about the care situation, as receiving support from others, what kind of support and whether this support is sufficient. Data were extracted specifically from one open-ended question, the last question of the questionnaire, which asked the participants: "What causes you the most problems since your spinal cord injury?"
Data analysis
The participants ' answers to the open-ended question were examined through a 3-step thematic analysis, based on meaning condensation, unit identification, and theme categorization (24) . First, through meaning condensation, the response texts were shortened while maintaining their integrity. Secondly, through unit identification, data were divided into units of meaning, units of words or sentences with a common theme. Thirdly, themes were extracted from the units of meaning and post-coded into categories of the International Classification of Functioning, Disability and Health (ICF) as the underlying framework (25) . The World Health Organization (WHO) developed this classification for many purposes, including the provision of a common, standardized language to describe the aspects of functioning and lived experiences of people with health conditions. The ICF contains 1,454 categories, subdivided into 4 major components: body functions (labelled "b" in the ICF), body structures ("s"), activity and participation ("d"), and environmental factors ("e"). Each component consists of chapters (first-level categories), and each chapter comprises second-level categories, which can be further broken down into third-and sometimes fourth-level categories. Examples are as follows: • d5 chapter 5 -self-care (first-level category), • d510 -washing oneself (second-level category), and • d5102 -washing body parts (third-level category).
In the context of the present study, the ICF was chosen as an ideal framework to categorize the problems mentioned by respondents as impairments at the level of body functions and structures, limitations in activities and restrictions in participation, and barriers in the environment.
The units of meaning extracted from the response texts were linked to the most precise first-and second-level ICF categories, based on specific linking rules (26) . If a response's content was not linkable to any ICF category, it was coded as "not covered."
To give an example of the analytical procedures, one participant answered:
I have physical pain caused by paraplegia (male, age 32 years, complete paraplegia [para]).
Through meaning condensation and unit identification, the unit of meaning "physical pain" was identified and then linked to the firstlevel category chapter 2 -sensory functions and pain, under the ICF component body functions, and to the second-level category b280 -sensation of pain, defined as the "sensation of unpleasant feeling indicating potential or actual damage to some body structure." The overall linking process was conducted by 2 researchers following a previously established methodology in studies with a similar design (20, 21) . The answers of the first 50 participants, transcribed verbatim, were analysed for meaning extraction and linked to the ICF by the 2 researchers (multiple coding). Agreements and special cases of meaning extraction and of the linking rules were documented. After this phase of adjustment, the other answers were analysed and linked by 1 researcher. Then 35% of these answers were independently analysed and linked by the other researcher (peer review). The degree of agreement between the 2 researchers, calculated by the Kappa statistic, was 0.83, with 95%-bootstrapped confidence intervals (27, 28) ranging from 0.82 to 0.84.
STATA for Windows was used for frequency analysis of the various problems identified by the participants. To enrich the data analysis according to the population's specific characteristics, the SwiSCI sample was subdivided according to the International Spinal Cord Injury Society (ISCoS) subgroup recommendations (29, 30) , specifically age (at injury and current age), gender, aetiology, years since injury and severity of injury. Perceived problems in functioning among individuals with SCI
RESULTS
Study population and general insight
A total of 3,144 eligible subjects were identified. The relevant Starter Module for this study was returned by 1,922 subjects (61% response rate). Of these 1,922 participants, 147 (7.6%) did not answer the open-ended question, and 13 (0.6%) stated not having problems. Table I presents the characteristics and sociodemographic data of the questionnaire respondents (n = 1,922).
Out of the 1,762 who responded to the open-ended question, 256 (14.5%) reported only 1 problem, while the others reported more, ranging from 2 to 4 problems.
Overall, the problems reported by the participants were linked to 168 ICF categories, more specifically, 54 categories under the component body functions, 16 under body structures, 56 under activity and participation, and 42 under environmental factors. As for the "non-covered" problems, those that could not be linked to the categories of the ICF, 158 (8.98%) participants reported problems generically linked to the ICF component personal factors, for example problems in motivation, autonomy and coping.
The full list of all problems linked to the ICF categories, together with the percentage of participants who mentioned the problems, is shown in Appendix I.
Most common problems
This section describes in detail the 10 most cited problems by the participants. The ICF category urination and its related category structure of urinary system, as well as defecation function, were used to refer to impairments at the level of body functions, such as for urination functions: 
Problems in the context of subgroups
In addition to the 10 most-cited problems by participants generally, the analysis showed that there are 5 main problems that were mentioned across all subgroups. These reported problems link to the following ICF categories and components:
• defecation functions (ICF component body functions), • sensation of pain (ICF component body functions), • urination functions (ICF component body functions), • toileting (ICF component body functions), • recreation and leisure (ICF component activity and participation).
The analysis also shows, however, that there are problems that occur among the 10 most cited in some sub-groups, but not in the others. More specifically, the problem linked to the ICF category walking is cited among the first 10 by all sub-groups, with the exception of individuals with complete paraplegia or tetraplegia. 
DISCUSSION
This study presents the first large-scale investigation into the problems experienced and reported by individuals with SCI living in Switzerland. The results can be related to the existing literature in four main ways. First, from a methodological point of view, this study shows the feasibility of applying a rigorous qualitative methodology, in the form of thematic analysis, to account for the frequency of problems mentioned by the participants in a generalizable way. It supports the use of the ICF as a coding system to process and drive the analysis of a large set of answers to an open-ended question. Unlike other types of analysis of open-ended questions, coded without a pre-determined conceptual scheme (31), the ICF enables the standardization and comparison of the units of meaning within the various answers given by the participants.
Secondly, from a content point of view, this study shows that, on the one hand, for the Swiss SCI population many of the problems that matter most to people refer to complications in body functions, as widely acknowledged in previous studies, namely, pain (32) , urination and defecation functions and structure of the urinary system (33, 34) , sensations related to muscles and movement functions, and muscle tone function (35) . However, compared with data from studies from other countries, the occurrence and frequency of these problems in the Swiss population seems lower. For example, while most reports estimate that more than 60% of individuals with SCI have some form of chronic pain (36, 37) , in the present study the highest occurrence of the problem is among individuals with incomplete paraplegia, 29.70% of whom report pain as a problem. Similarly, in the present study only 13.08% of the participants with incomplete tetraplegia comprise the highest percentage of reported problems in sensations related to muscles and movement functions compared with other reports' estimates that more than 65% of the SCI population have some amount of spasticity (38) . Further research is needed to determine whether the difference observed between reported problems and presence of impairments in other studies reflects phenomena such as adaptation: an impairment does not necessarily lead to a problem as it might be fully accommodated, or the person may simply have become used to the impairment. The perceived problems might, thus, represent unmet needs for intervention, and the difference between the prevalence of the impairment and the remaining "problem" associated with that impairment might indicate the extent of adaptation.
On the other hand, other main problems perceived by individuals with SCI relate to their daily activities and can be influenced by environmental factors. Thus, problems linked to the ICF categories of toileting, walking, and recreation and leisure reveal the main types of limitations in activities and restrictions in participation that SCI individuals experience. These problems are partly determined by the decrease in body functions. Rehabilitation is therefore suggested as an optimal health strategy to overcome some of the physical barriers (39), aided by technological devices (40) . The fact that participants indicate problems linked to ICF environmental factor categories, such as design, construction and building products and technology of buildings for public use (8.63%) among the 10 most-cited problems supports the claim that some issues are environmentally caused.
Overall, this study supports the ideas expressed by the WHO World Report on Disability (41) and the WHO Report on SCI entitled "International Perspectives on Spinal Cord Injury" (42) . Both reports emphasize the need for comprehensive research and a practice-oriented approach to disability in general, and SCI in particular, that accounts for all components of the ICF content-model, including environmental factors in particular.
Thirdly, some results of this study may have clinical implications consistent with the literature. More specifically, as suggested by previous studies (43) , pressure ulcers appear to be an issue that is especially important in complete paraplegia; similarly, consistent with previous studies (44) , spasticity appear to be less of a problem for individuals with complete paraplegia. This has implications for the Swiss healthcare system: the lifetime costs for a person with tetraplegia are higher than for a person with paraplegia (45) . This might explain why problems at the level of healthcare services and policy appear among the 10 most-cited problems of participants with complete tetraplegia.
Lastly, the list of the 10 most-cited problems does not include 2 problems widely reported by other studies, namely work (46) and sexuality (47) . The fact that work is not cited here might be explained by the relatively high employment rate of persons with SCI in Switzerland. A study by Marti et al. reported a 63.8% employment rate of individuals with SCI of working age (48) . As for sexuality, the fact that it does not appear in the list of the most cited problems might be due to a bias in revealing potentially embarrassing personal details.
This study has some potential
limitations. An open-ended question has the advantage of favouring participant's selfexpression and avoiding suggestion of ideas that they might not have otherwise considered. However, it has limitations linked to the individual's perception, understanding, feelings, attitudes and experiences at the time of the interview/data collection (49) . First of all, focus groups could help determine how the participants understood and interpret the expression "the most problems". Indeed, interpretation of the term "problem" could vary among participants. Secondly, respondents may not want to reveal sensitive personal details, such as their sexuality. Thirdly, participants might forget pertinent details or intentionally decide to mention only some of the issues that matter to them. This could explain why the reported problems linked to pain and spasticity occur at a lower level than in other studies.
In conclusion, this study sets out a method of capturing the perspective of people with SCI in Switzerland through a generalizable post-coding approach using the comprehensive framework of the ICF. The analysis identified a rich set of different perceived problems linked to SCI at the levels of body functions, activities and participation, and environmental factors. The insight provides an understanding of the breadth of the problems faced by people living with SCI in Switzerland, while offering an in-depth view of what the most cited problems are in general, across all subgroups of individuals and in the specific context of some subgroups. While this study, using the comprehensive framework of the ICF, is presented as a basis for priority setting in SCI research and practice, its findings need to be compared with those from standardized questionnaires in order to gain mutual elucidation. 
